Little is known about the information needs of women with breast cancer in non-Western societies. This study examined the priority information needs of 100 women with breast cancer in Malaysia and compared the findings to previous work involving 150 women diagnosed with breast cancer in the United Kingdom. The study used a valid and reliable measure, the Information Needs Questionnaire (INQ). The INQ contained 9 items of information related to physical, psychological, and social care, used successfully in Canada and the United Kingdom. The INQ was shown to have cross-cultural relevance and sensitivity. For Malaysian women, information about likelihood of cure, sexual attractiveness, and spread of disease were the most important information needs. For UK women, similar priorities were evident, apart from the item on sexual attractiveness, which was ranked much lower by women in the United Kingdom. The cultural similarities and differences that emerged from this study have implications for nurses in the cancer field caring for people from a diversity of cultural backgrounds. Breast care nurses are not a feature of the Malaysian healthcare system, although the findings from this study support the view that specialist nurses have a vital role to play in meeting the psychosocial needs of women with breast cancer in non-Western societies.
Ⅵ Background
Breast cancer is the most common cause of cancer death in women worldwide, 1 and the incidence of breast cancer in less developed countries is increasing. 2 Countries with high mortality rates (such as the United States and United Kingdom) have experienced a decline in rates, whereas countries with low levels of breast cancer mortality (such as Southeast Asia) continue to show an increase in rates. 3 Seventeen thousand deaths from breast cancer were predicted in Southeast Asia in 1990, 4 although there are problems in obtaining accurate statistics in Malaysia, as only approximately a third of deaths from breast cancer are medically certified. 5 In Malaysia, there are 3 main cultural groups: the majority are ethnic Malays, with Chinese and Indians in the minority. According to the International Agency for Research in Cancers, breast cancer appears more prevalent among Chinese women, with an incidence of 28 per 100,000 population, Indian women at 25 per 100,000 population, and Malay women at 16 per 100,000. 6 Malays are generally Muslims by religion while Chinese are usually either Christians or Buddhists. Indians can be Muslim, Christian, or Hindu. Given this multiethnic and multireligious backdrop, cultural and traditional influences present challenges for healthcare professionals planning care.
Culture has been found to have a powerful impact on beliefs pertaining to health and illness. 7 Oncology nurses have been encouraged to demonstrate an awareness of how culture can influence health, showing respect for culture-specific beliefs and behaviors. 8 Although individuals have their own personal identities, they also have group and social identities 9 that impact on attitudes and perceptions of need. There is a deficit in knowledge in Western and Eastern societies on how needs may vary according to cultural background. It is perhaps important to acknowledge at this stage that although a distinction is made between Western and Eastern societies for the purposes of this article, in reality there are social and cultural differences within, as well as between, all societies.
Interesting comparisons can be made between breast cancer in the West and countries within Southeast Asia. In the United Kingdom, 80% of breast cancers occur in postmenopausal women 10 whereas in Malaysia, the majority of breast cancers initially occur in women aged between 40 and 49 years. 6 Despite widespread efforts to promote awareness of breast cancer, many women in Malaysia present in the advanced stages of disease, 5 which may account for low breast cancer survival rates. 11 Many Malaysian women delay in presenting their symptoms, for fear of losing their breast. However, if women delay and diagnosis is at a more advanced stage, then breast removal may well be the recommended course of action. 11 Hence, breast removal is a common surgical intervention in Malaysia.
In contrast, early detection and treatment of breast cancer has been a feature of the British healthcare system since the introduction of the national breast cancer screening program more than 10 years ago. Breast cancer has a high political and media profile in the United Kingdom and the evaluation of new treatment regimes and improving care for sufferers receives substantial financial support from both government and charitable sources. In the United Kingdom, breast conservation is the primary surgical intervention unless the type of cancer, location of tumor, or patient preference indicates breast removal.
If patients' attitudes toward their disease and their perceptions of need are influenced by cultural background, 12 then there are challenges for healthcare professionals in attempting to provide the information that women need to cope with their diagnosis and subsequent treatment. Patients diagnosed with breast cancer in both Malaysia and the United Kingdom have reported that they were given insufficient and inadequate information about the disease and treatments available. 13, 14 Seeking curative treatment from alternative health practitioners is a practice prevalent among Malaysian women, particularly as such treatment is noninvasive and does not require breast removal or alterations to body image. Malaysian women may choose the alternative methods of visiting traditional healers or seeking herbal treatments to cure breast cancer. Malaysian healthcare professionals attempt to steer women away from unproven practices, although the use of traditional practices may provide some explanation for the low breast cancer survival rates. In the United Kingdom, the role of alternative and complementary treatments continues to gather increased attention, but is often viewed as an adjunct to medical treatment or for consideration in the palliative stages of disease rather than as a replacement for medical treatment in the early stages of the disease trajectory.
Women newly diagnosed with breast cancer in the United Kingdom have indicated that specialist breast care nurses are a useful source of information, 15 and the value of specialist breast care nurses in providing psychological support for women with breast cancer has been demonstrated in the United Kingdom. 16 An important component of the breast care nurses' role is in providing information to patients about their care and treatment. Although specialist breast care nurses are not generally a feature of the healthcare system in Malaysia, general nurse training does emphasize the key role that nurses can play in patient education and providing information. However, it is arguable that the specialist information that women with breast cancer need on issues related to their treatment may not be within the remit of general nurses in Malaysia or the United Kingdom.
The specific types of information important to women with breast cancer have been examined in the United Kingdom with women newly diagnosed with breast cancer and up to approximately 2 years from diagnosis, using an Information Needs Questionnaire (INQ) developed in Canada by Professor Lesley Degner. 17 At the time of diagnosis, the important information needs related to the likelihood of cure, spread of disease, and treatment options. 15 From a list of 9 important items, women indicated that sexual attractiveness was the least important item; this finding was repeated at a follow-up stage, approximately 2 years from diagnosis. 14 Interestingly, similar findings were reported in Canada. 18 These findings indicate that there could be common information needs for women living in the Western world, which may reflect their cultural similarities or similarities in the UK and Canadian healthcare systems. The specific types of information important to women with breast cancer in Southeast Asian countries such as Malaysia have not been explored.
Therefore, the study addressed the following research questions: (1) What are the priority information needs for women newly diagnosed with breast cancer in Malaysia? (2) Are the information needs of Malaysian women with breast cancer similar to those of women in the United Kingdom? (3) Do sociodemographic factors (ie, ethnic group, age, level of education, social class) influence the information needs of Malaysian women diagnosed with breast cancer?
Ⅵ Methods
The study utilized a survey design and was conducted in 2 major government hospitals in Kuala Lumpur that were accessible to people from a range of incomes. Both hospitals had oncology and radiotherapy units and thus, served as referral centers for cancer patients from other states and private hospitals. Patients diagnosed with breast cancer and postsurgery were also referred to these 2 hospitals for further treatment such as chemotherapy and radiotherapy. Approval to conduct the study was obtained from the directors of both hospitals, nurse managers and clinicians, and the appropriate Research Ethics Committees.
Sample
The Malaysian sample included women who were newly diagnosed with breast cancer, between 3 and 4 months from diagnosis. The intention had been to interview women who were approximately 2 weeks from diagnosis, to replicate the work conducted in the United Kingdom. However, an ethical committee in Australia, where one of the authors was registered as a student, considered this a vulnerable time and stipulated that women should not be approached to take part in the study until they were 3 to 4 months from diagnosis. The ethics committee in Malaysia granted approval for the study with no conditions. This may reflect a cultural difference or simply a difference in how individual ethics committees assess research studies.
All potential study participants who were invited to participate were attending radiotherapy or oncology hospital day wards for adjuvant treatment. A representative sample in terms of cultural diversity was targeted to include Malay, Chinese, and Indian women in the proportions represented in the general population. A sample size comparable to that used in the UK study of newly diagnosed women 14 was targeted, although sample size was confined by the availability of suitable participants and the limited resources of the researchers. A sample of approximately 100 women was considered comparable to the UK sample.
Recruitment
The Malaysian study was advertised in radiotherapy and oncology units by the presence of posters explaining the study. People who were interested in the study were invited to contact ward staff, who provided written information about the study for patients to read and consider if they wished to participate. Ward staff would then inform a researcher if patients indicated a willingness to participate. Written consent to participate was obtained prior to interview.
The INQ
The INQ is designed to measure priority information needs for women with breast cancer using Thurstone scaling techniques for paired comparison data. One of the basic uses of scaling models such as Thurstones is to be able to give scores to individuals' responses: these responses represent their degree of preference for a particular item. 19 Thurstone's Law of Comparative Judgement involves rank ordering a set of items in terms of a particular attribute 20 ; for the INQ, the attribute is perceived importance. The items for inclusion in the INQ emerged from an extensive literature review of items of information determined to be important to women with breast cancer. 17 Nine items of information are included in the measure and represent physical, psychological, and social aspects of care and treatment ( Table 1 ). The 9 items are presented in pairs. Each of the 9 items is seen with every other item to give a total of 36 pairs [n (n-1)/2]. The pairs are presented according to the Ross matrix of optimal ordering to ensure equal spacing between items to reduce selection bias, 21 Individuals are asked to state a preference for one item out of each pair and this process continues for all 36 pairs. Following completion of the 36 paired comparisons, individuals are asked to state if they have any other information needs that have not been included in the measure. The INQ has been used to determine the information needs of women with breast cancer in Canada and the United Kingdom. 15 The INQ was prepared and presented in 4 different languages: English, Malay, Mandarin, and Tamil. This was to cater for the 3 main ethnic groups: Malay, Chinese, and Indian. Study participants could choose a version of the INQ that was written in their own language or could choose to complete an English version, as English is widely used and spoken in Malaysia. Translations into Malay, Mandarin, and Tamil were carried out by language experts and tested for accuracy in a pilot study before use in the main study. Three women from each ethnic group who had been treated for breast cancer were asked to complete the INQ in their own language and were interviewed by researchers to assess whether the translations were readable and understandable. The INQ was clearly understood in all translations and no changes or amendments were necessary. The translated measures were also shown to a number of academic medical staff that assessed the translated measures and considered that the translations retained the meaning of the information needs items.
Data Collection
Structured interviews were conducted with consenting patients in the hospital environment and involved the administration of the INQ and collection of sociodemographic data (including ethnic group, age, level of education, and social class). The INQ was administered by 1 of 3 research associates (with a nursing background), depending on the cultural group of the study participants, as the researchers were Malay, Chinese, and Indian.
All women who participated in this study were aware of their diagnosis at the time of interview. Women who participated in the study were assured that their responses to the INQ would remain confidential and that the only person who would be aware of their identity was the research assistant collecting data for the study. Participants were also assured that they could withdraw from the study at any time.
Data Entry and Analysis
All data were initially entered into the data entry component of SPSS-v10, a statistical software package. Portable files were created in SPSS for import into SAS for more in-depth analysis of the INQ data. Descriptive statistics were used to present characteristics of the study samples and inferential statistics (t tests) were used to compare INQ findings from the Malaysian sample with previous findings from a sample of women newly diagnosed with breast cancer in the United Kingdom.
The Thurstone Scaling approach forces a choice between 2 items at a time and the analysis of the INQ data involves the production of a scale score for each item of information. This score is a reflection of degree of preference of the study sample for a particular item. The scores represent the study samples mean response for an item when compared with all other items. 22 Analysis involves the construction of a series of matrices reflecting how often each INQ item is preferred over another. Frequency, proportions, and unit deviate matrices are produced and scale values are derived and presented from the mean of the unit deviate scores. 22 In this way, each of the 9 information needs items were rank ordered, and the higher the ensuing score, the higher the importance of the item. In theory, Thurstone scores can have an infinite range, although scores less than -3 and greater than ϩ3 are unlikely. 22 A positive score indicates that more than half of the study sample preferred a particular item while a negative score indicates that less than half of the study sample preferred a particular INQ item. T tests and analysis of variance (ANOVA) tests were used to examine the impact of sociodemographic variables on INQ scores.
Two measures of reliability were applied to the INQ data to ascertain the degree of consistency in study participants' judgements. In making paired comparisons, individuals may be inconsistent in their choices. For example, if an individual preferred item 1 to item 2 and preferred item 2 to item 3 (1 Ͼ 2 Ͼ 3), then logically it would be expected that item 1 would be preferred over item 3 (1 Ͼ 3). However, if item 3 was preferred over item 1 (1 Ͻ 3), this would represent an inconsistency in the way an individual was making judgements about items. This inconsistency is termed a circular triad. 23 Circular triads are a measure of the internal consistency of the INQ measure. The number of circular triads or inconsistencies made by each study participant was computed. For 9 items, the maximum number of circular triads that could be made by each individual was 84; a maximum of 30 triads are "allowed" before an individual is considered inconsistent. 22 In the Malaysian sample, 49% made no circular triads, with the remaining 51% making between 1 and 3 circular triads, indicating that the study sample was consistent in its choices. For the UK study sample, the majority had made less than 5 triads (67%). Gulliksen and Tukeys index of scalability, an estimate of reliability using an ANOVA technique, was 0.85 for the Malaysian INQ data and 0.94 for the UK data, demonstrating adequate reliability levels.
Kendalls coefficient of agreement was used to measure degree of consistency between study participants when making judgments about the importance of the INQ items. The closer the value is to 1, the closer the women were to complete agreement about the relative importance of the INQ items, although any value in the positive range is considered indicative of agreement. For the Malaysian sample, the Kendall coefficient was 0.76, indicating a high degree of agreement among women as to priority information needs. In the UK sample, the coefficient of agreement was 0.26, indicating moderate agreement.
Ⅵ Findings

Characteristics of the Samples
There were significant differences between the Malaysian and UK study samples, which reflect cultural differences and differences in the presentation of breast cancer in the 2 countries. A total of 100 Malaysian women (3-4 months postdiagnosis) participated in the study. This included 50% Malay, 30% Chinese, and 20% Indian. In the United Kingdom, 150 women had participated, being primarily white British (99.3%, nϭ149). Women in the Malaysian sample were significantly younger than women in the UK sample ( Table 2) .
The majority of women in the Malaysian and UK samples were married (86% and 65%, respectively), although there were significant differences between the samples in terms of marital status, with more women in the United Kingdom being divorced, widowed, or unmarried than in Malaysia ( Table 2 ). Most of the Malaysian sample had received some form of education; 24% were university graduates, 59% had secondary education, and 17% had only primary education. In the UK study, formal qualifications had been used as a proxy for educational level and 36% of the sample had some form of qualification.
Social class had been established in both Malaysia and the United Kingdom using information on occupation, although following different recommended guidelines for the construction of social class within the 2 countries. 24, 25 In Malaysia, there were 6 categories for social class, ranging from profes-sional positions (I) to factory workers and labourers (VI). In the United Kingdom, social class had 5 categories that covered a similar range of occupations but were categorized in a slightly different manner. For this reason, it was not possible to directly compare samples using statistical analysis, although Table 2 indicates that the lower social classes were underrepresented in the Malaysian sample.
All the women in the Malaysian sample had undergone mastectomy as their primary surgical treatment. The majority of the UK women had undergone conservative surgery (lumpectomy) as their primary treatment ( Table 2 ).
Priority Information Needs
The findings from the Malaysian INQ are presented in Table 3 and are compared with findings from previous work related to a sample of British women newly diagnosed with breast cancer. 14 The priority information needs of the Malaysian sample related to likelihood of cure, sexual attractiveness, and spread of disease. While information about likelihood of cure and spread of disease was also clear priority in the UK profile, information on sexual attractiveness was ranked in last place (Table 3) . A comparison of data from the 2 countries indicated that there were significant differences between the Malaysian and UK profiles for 4 of the 9 items. Although the item on cure was ranked in first place by both Malaysian and UK women, Malaysian women had considered this item to be even more important than did UK women, as indicated by the high score of 1.83. The item on sexual attractiveness was ranked more highly by Malaysian women. The item on self-care had a much lower score for Malaysian women, although the ranked position was similar to that of the UK profile. The item on family impact was ranked in last place by Malaysian women and had been given a higher score and higher ranking by women in the United Kingdom. None of the Malaysian women felt that there were other important information needs that had been omitted from the INQ measure. In the United Kingdom, 3 women had indicated that there were other information needs that they perceived had not been included in the INQ and that related to issues about contraception, employment, and duration of recovery period. 26
Sociodemographic Variables
There were no significant differences in priority information needs according to ethnic group within the Malaysian sample. The items preferred according to priority and scores for each ethnic group are presented in Table 4 . It should be noted that samples sizes are small in the ethnic group cohorts and cannot be considered generalizable.
No significant differences were found between the ranking of items on information needs in terms of age, level of education, or social class in the Malaysian data.
Ⅵ Discussion
This study reports on the information needs of a sample of Malaysian women diagnosed with breast cancer and compares findings to those from previous work conducted in the United Kingdom. The INQ proved to be a valid and reliable measure of determining information needs in the sample of Malaysian women and highlighted important similarities and differences in information needs between women in the Western and Eastern world. While information about the likelihood of cure and spread of disease were important to women both in Malaysia and the United Kingdom, the item related to cure was perceived to be of far greater importance to Malaysian women. It could be suggested that this may relate to a more advanced stage of disease for the Malaysian women, with survival issues being viewed as far more pertinent than for many women in the United Kingdom who had been diagnosed at an earlier stage of disease. In addition, the mean age of the Malaysian sample was lower (45 years) than the UK group (55 years), and this may have had an impact on the perceived importance of information about cure. Younger women may have had concerns about the future care of young children, although this was not explored in the present study. The National Council of Women's Organisations in Malaysia has a Web site that aims to dispel myths about breast cancer diagnosis and treatment. 27 This Web site encourages women to steer away from alternative medicines, fad diets, and "witchcraft" in favor of seeking medical advice. However, it appears clear from this study, where all the Malaysian sample was treated with mastectomy, that advanced stage of disease at diagnosis remains a challenging issue for healthcare professionals in Malaysia. There is a need for clear and accurate information to be disseminated on breast cancer. While fear, ignorance, and patient delay may be the factors in delaying diagnosis, 27 Malaysian women in this study emphasized the importance of medical information on prognosis and spread of disease.
A significant difference between the Malaysian and UK profiles relates to information about how treatment impacts on sexual attractiveness. Although all 9 items are considered important, the item related to sexual attractiveness was ranked in last place in the UK profile at initial diagnosis and follow-up stages and also in the Canadian study. 14, 15, 18 The use of more conservative treatment for breast cancer in the United Kingdom and Canada as a result of earlier detection and diagnosis may help explain this finding. For whatever reason, Malaysian women needed information about sexual attractiveness but it is not clear from the present study findings why this item of information was perceived as so important or whether women were able to access useful sources of information on this subject area. Ironically, there is much written in the Western literature promoting the view that healthcare professionals should consider sexuality to be of major significance. 28, 29 It is not clear who would provide information on sexual attractiveness in a Malaysian context. In the United Kingdom, the unique contribution that specialist breast care nurses can make to the care of women with breast disease has been highlighted. 30 Specialist breast care nurses have been identified as valuable sources of information and support for women with breast cancer, [14] [15] [16] although these studies have been conducted in Western countries where the number of breast care nurses in hospitals has increased dramatically in recent years. The need for a similar type of service provision in Southeast Asian countries like Malaysia is arguably evident.
Cultural factors may also provide some explanation of why sexual attractiveness was so important to Malaysian women. Malaysian men can legally have more than one wife and Malaysian women may be fearful of being rejected by their partners and losing their husbands to other women. Women in Malaysia struggle against all forms of economic and social inequalities, and religious beliefs profoundly affect women's way of life. 31 Attitudes toward violence against women in Malaysia adopt a blame culture, where women are blamed for attracting sexual violence. 31 While women are making headway in Malaysia in addressing women's rights, there remains a strong stereotypical view of women having limited roles and a high dependency on men. This cultural backdrop may reflect the importance of sexual attractiveness for Malaysian women wanting to keep their husbands and may provide an understanding of why women delay in presenting with breast disease. Unfortunately, delay in presentation limits options for conservative surgery and it is a sad irony that fears about breast removal become a reality when women finally present at a late stage of disease.
Although women in Western societies may argue that there is much progress to be made in achieving equal rights, women with breast cancer in the West have been able to make breast cancer a public issue and have come together as a political force. Activists such as Terese Lasser (who founded the Reach to Recovery organization in America), Rose Kushner, and Sharon Batt have ensured that breast cancer is firmly on the political and professional agenda, and moving accounts of what it is like to be diagnosed with breast cancer from journalists such as Ruth Picardie in the United Kingdom have ensured that breast cancer remains in the public domain.
The item related to family impact was not as high a priority to Malaysian women as women in the United Kingdom. However, members of the family often accompany patients to consultations in Malaysia and close family support is an important aspect of Malaysian culture. More distant family members and friends tend not be consulted, possibly because of the stigma associated with the disease and its treatment. The words "family and friends" may have been perceived by Malaysian women as meaning the extended family rather than the smaller close family unit. This may provide some explanation as to why this item was a relatively low priority. In the United Kingdom, the inclusion of family and lay carers in healthcare decision making is playing an increasingly important role 32 and is currently topical, which may explain why the item on family was given greater importance by the UK sample.
The item on self-care was rated more highly by UK women and this may reflect a Western view that people can take control of their own health and prevent the recurrence of cancer by adopting particular health behaviors. In Malaysia, where the official religion is Islam, health is promoted through healthoptimizing and health-seeking behaviors, such as moderation and prayer. 33 It has been suggested that nurse education programs should incorporate teaching on culture-related issues and nurses should be educated to understand that their own professional values are socially and culturally constructed. 8 This study provides support for this argument, as cultural and social influences appeared to have an impact on the information needs of women with breast cancer in Western and Eastern societies.
Ⅵ Limitations
The Malaysian sample size was relatively small and women from lower social classes were underrepresented. In this respect, differences in information needs may have been associated with socioeconomic factors rather than cultural factors. The Malaysian and UK samples were arguably not directly comparable as all women in the UK study were postsurgery while the women in the Malaysian study were receiving adjuvant treatment. Information needs may differ depending on treatment stage, and a longitudinal follow-up study of the Malaysian women would have provided useful information on how information needs may change over time. The findings related to the item on sexual attractiveness require further investigation and it would be interesting in a Malaysian context to undertake an interview study that could explore this area in more detail.
Ⅵ Conclusion
In conclusion, the INQ proved to be a useful measure for establishing the priority information needs of Malaysian women diagnosed with breast cancer. There are information needs that are common to women in Western and Eastern societies but the importance of particular items may vary. If women with breast cancer are to be provided with the information that they need to make decisions about their healthcare and cope with their diagnosis, then it would be useful to provide these women with the specific information that they have identified as being important. Oncology nurses need to understand different cultures if they are to provide the information that women with breast cancer need, and this study has demonstrated that there are universal needs that span across cultures and that can form a foundation from which to build an understanding of specific individual needs according to cultural beliefs and traditions.
